as to how individuals could be further involved in other ongoing research if they wished.
The evaluation form comprised 12 questions exploring views about the newsletter. Specifically, questions were posed about whether participants enjoyed receiving updates and whether they were satisfied with the format, frequency, presentation style, and the tone/language used. Participants were also invited to indicate whether they had any preferences as to the mode by which they received their newsletter (i.e. by post, email, phone, podcast, or other). Questions relating to the content of the newsletter, including a query about future studies and whether volunteers would like feedback from their individual test results, were also posed. In addition, there were open questions relating to the perceived strengths of the newsletter, whether or not it had met with expectations, and how the newsletter might be improved. Of the 84 evaluation forms posted out, 52 (62%) were returned. Of those, 21 (40%) came from caregiver, 11 (21 %) from patients, and 12 (23 %) from controls. Three (6%) returned indicating that the form had been completed by both patient and caregiver, and 5 (10%) were returned without any indication of who had completed it.
Results of individual questions are shown in Table 1 (see Table 1 , available as supplementary material attached to the electronic version of this paper at www.journals.cambridge.org/jid_IPG). All but one respondent indicated that they had enjoyed receiving the newsletter and all agreed that a newsletter was an appropriate means of giving feedback. The frequency of contact, six-month updates, was generally perceived to be appropriate and of the 35 respondents who expressed a preference, the majority 30 (86%) favored receiving their newsletter by post with 5 (14%) preferring to have their newsletter sent via email to their computer.
To make the newsletter accessible, we had adopted a style and language which we regarded as appropriate. In general, we were successful in this endeavor as it was described as "Well laidout," "informative, in language I can understand," "clear, concise, attractive in appearance. . .," and the "size of print and layout very easy to read." One respondent commented, however, "a little more detail in layman's terms would be interesting." A thematic evaluation of the free text revealed the perceived strengths of the newsletter to be primarily as a source of information presented in an apposite style, which was of interest, helped the participants feel involved and offered hope for the future.
When focusing on whether participants would like feedback about their individual test performance in future research, 44 (85%) individuals responded. Of those, the majority 36 (82%) affirmed that they would like to be offered personal feedback, 3 (7%) declined, and 5 (11%) were unsure. None of the respondents stated that the newsletter had not met with their expectations, but suggestions for improvements were made. These included making the newsletter more widely available, providing information on sources of help and advice, publishing details of any financial donations made by families who have participated in research, and giving details of the availability of screening tests (if any) for the children of dementia sufferers.
In conclusion, the audit showed that the study newsletter was viewed as a much welcomed part of the research process. It was praised for its content, style, and the regularity of contact (six-month intervals) as well as being generally regarded as an appropriate means by which to feedback results. We would therefore suggest that such newsletters be considered a part of good practice regarding keeping research volunteers informed about their participation. The audit also illustrated areas for improvement. In spite of evidence suggesting that the impact of receiving aggregate results may equal that of receiving individual results (Miller et al., 2008) , the majority of respondents from this audit were in favor of receiving individual feedback. This would clearly have cost, ethical, and logistical implications, which, in turn, may have implications for future grant applications. However, if participants' invaluable contribution to the research process is to be acknowledged, this is something that should be addressed for future studies, where this is possible. Connell et al. (2001) advocated disclosing study results as a means of increasing participant recruitment, retention, and overall rates of satisfaction, and in the spirit of engagement, perhaps we require the participants to give some direction as to how this final stage is best delivered.
